Well... sort of... !
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THE WEE

PROBLEM STATEMENT

by the Intercultural Cancer Council

Racia and ethnic
minorities and
medically underserved
populations
experience unequal
suffering and unequal
death from cancer
compared to the
population as awhole.

These populations
are of importance to
the health status of
the nation as they
continue to rapidly
increase in size and,
asawhole, move
towards becoming
the “majority”
population.

If we do not
adequately address
the health
disparities of these
populations, the
national Healthy
People 2010
objectives,
including the
unequal burden of
cancer, will not be
achieved.



ICC ..o

INTERCULTURAL One Voice”
(CANCER COUNCLL

The Intercultural Cancer Council (ICC) promotes
policies, programs, partnerships, and research to
eliminate the unequal burden of cancer among racial
and ethnic minorities and medically underserved

populations in the United States and its associated
territories.
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Launching The Network

Responding to the
Surgeon General’s call
for iImmediate action to
“close the gap” on health
disparities, including
cancer, an educational
forum and national
conference was
convened February 28 —
March 2, 1999 to launch
a national network
dedicated to this
purpose.

ICC NATIONAL NETWORK
“Speaking With
One Voice” .
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|CC National Network
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Carlan Graves

Mavis Alleyne Puerto Rico

Virgin Islands
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Promoting Cultural Competency

- .

Cultural
Gompeience in
Gancer Care:

A HEALTH CARE
PROFESSIONAL'S

PASSPORT




SAVE THE DATE

10th Biennial
Symposium on
Minorities,

the Medically

Underserved & Cancer:

Committed to
Eliminating Disparities

April 19 - 23, 2006,
OMNI Shoreham Hotel,
Washington, DC

Interculiune Cancer Coamcil amd
Baylor College of Medicine Preseni

9" BIENNIAL SYMPOSIUM ON MINORITIES,
THE MEDICALLY [INDERSERVED (¢ CANCER

A
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MARCH 24-28, 2004 = OMMI SHOREHAM HOTEL, WASRINGTON, DG
PRELIMINARY PROGRAM & REGISTRATION INPFORMATHON




1CC

INTERCULTURAL
CANCER COUNCIL

STRENGTHS OF THE ICC

The ICC has been successful in achieving its mission and carrying

out its primary functions, and in representing the needs of its
members.

The major strengths of the organization include:
 the diversity of ICC membership,
 the diversity of ICC leadership,
 the breadth of issues that ICC addresses, and
 the willingness to represent all ethnic and medically

underserved populations.



“ Of all formsof ineguity,
Injustice in healthcare
ISthe most shocking

and inhumane.”

Rev. Martin Luther King, Jr.



Update....The Data

... The Literature...

The President’s
Cancer Panel

o The Meaning of Race In
Science

o The Impact of Managed Care

o Voices of a Broken System:
Real People, Real Problems

o ...and more

O

O
©)

The Institute
of Medicine

Unequal Burden of
Cancer

Unequal Access
Unequal Treatment
...and more



EMERGING MAJORITIES

People af color arenaw > 30% of the population in
16 states and the District of Columbia:

Hawaii (77%) L ouisiana (38%)
New M exico (55%) Arizona (36%)
California (53%) Nevada (35%)
Texas (48%) Florida (35%)

Mississippi (39%)
Maryland (38%)
New York (38%)
Georgia (37%)
Arizona (36%)

New Jersey (34%)

South Carolina (34%)
Alaska (32%)

llinois (32%)

District of Columbia (72%)

Adapted from Gamble VN, 2001; U..S. Census Bureau
4



Per cent of the U.S. Population by Race (Non-
Hispanic) and Hispanic Origin 1990, 2000 and 2050

0.7% 0.7% 0.8%
2.8% 3.8% 8.9% BE American

Indian/Alaska Native
(Non-Hispanic)

O Asian/Pacific Islander
(Non-Hispanic)

B African American
(Non-Hispanic)

O Latino/Hispanic (all
races)

B White, Non-Hispanic

1990 2000 2050

Adapted from Gamble VN, 2001; U.S. Bureau of the Census



What Is A Cancer Health Disparity?

Disproportionately greater
burden of disease in some
communities than in the
general population.

|OM Unequal Burden of Cancer, 1999



Average Annual Breast Cancer Incidence Rates by
Race, Ethnicity & Age, 1995-1999

American
White Black Indian/ Asian/ Hispanic/
Alaska Pacific | atina
Native Islander
All ages 139.0 121.5 59.7 97.9 83.5
<50 42.8 42.2 20.9 39.1 30.5
50-64 326.1 286.4 165.7 244.6 196.1
65-74 458.6 359.0 159.2 274.3 253.4
75+ 477.9 403.5 153.4 245.8 253.6

* Rates are per 100,000; adjusted to the 2000 U.S. standard population.

SEER, NCI, 2002




Average Annual Breast Cancer Mortality Rates by

Race, Ethnicity & Age, 1995-1999

American
White Black Indian/ Asian/ Hispanic/
Alaska Pacific | atina
Native Islander
All ages 28.2 37.1 15.0 13.0 17.2
<50 6.1 11.2 3.9 4.0 4.8
50-64 55.0 77.6 32.8 31.7 36.9
65-74 96.2 112.1 54.3 36.7 53.4
75+ 152.3 165.4 61.8 48.1 77.9

*Rates are per 100,000; adjusted to the 2000 U.S. standard population.

SEER, NCI, 2002




Age Distribution by Sex and Origin: 2000

(In Percent)

Foreign Born Native

Male Female Age Male Female
85+
80-84
75-79
70-74
65-69
60-64
55-59
50-54
45-49
40-44
35-39
30-34
25-29
20-24
15-19
10-14
5-9
0-4

Percent Percent



Prostate Gancer

What You Should Know...

What Is my prostate and
where Is It?

Your prostate is a small part of your
body that sits next to your bladder.
Only men have a prostate. It makes
semen, which is the liquid that carries
sperm when you have sex. A normal
prostate is about the size of a walnul
or a small lime.

Prostute

What Is prostate cancer?
Cancer can start growing in any
part of your body. When it grows
in your prostate, it's called prostate
cancer. Prostate cancer is not the
same thing as “having a big or
enlarged prostate.”

This information may be copied and given to patients.

Who can get
prostate cancer?
Prostate cancer is one of the most
common kinds L'-r'canum:. .-“hhm!l

1 out of every 5 men will get it.

ABRA

You have a higher chance of getting
prostate cancer as you grow older.
Your chances are also higher it you
are Adfrican-American, or if your
brother or father had prostate cancer.

Would | feel anything wrong If

I had prostate cancer?

Prostate cancer crows slowly, Most of
the time, men don't feel anything
wrong, but there are some things vou
can watch for. Keep an eye out for
blood in your urine or semen. Also tell
your doctar if vou have back pain that
won't go away.

How can my doctor check for
prostate cancer?

There are 2 main ways to check for
prostate cancer — a blood test and a
rectal exam. The blood test is called
the PSA.

{Continued on back)

Tz pahlivation was made poszible by prant nember DS8OCUE2074R from the Conters for Diseaze Comtred and Prevesdton.

Low
Literacy

National Adult
Literacy Survey
reported 22% of US
adults were
functionally illiterate
and an additional
27% were
marginally literate.



Patient Selection: the Stages of Aging

Primary « Reduced functional reserve
* No activity limitation

Intermediate « Functional reserve critically reduced

 Functional limitations
» Some recovery possible

Secondary * No recovery of functional reserve
or frailty * Severe limitation

Near death - Nofunctional reserve

Hamerman D. Ann Intern Med. 1999;130:945-950



Factorsthat influence cancer
(and other health) disparities

Cultural

(Language access,
I nformation)

(Social Injustice)

\
Prevention Early Diagnosis/ Treatment Post- Survival &
Detection Incidence Treatment/ Mortality
Quality of
Life

Modified from Freeman HP: 1989, 2003




CULTURE

“... profoundly affects the illness experience through
beliefs about the meaning of cancer, use of screening and
early detection programs, emotional and physical
responses to the treatments, side effects of the
treatments, patterns of decision making, and the family
dynamics that infuse each step along the continuum of
care”.

Marjorie Kagawa-Singer, R.N., M.N., Ph.D.



Truth-Telling

President’s Cancer Panel (2002)
Voices of a Broken System: Real People, Real Problems

"Prohibitions on... ...disclosing cancer remain strong in
many cultures. For example, many Native Americans
believe that speaking aloud about cancer will bring it upon
the reservation... ...Latina and African American women
may hide their cancer because they fear rgjection by their
partners. In some Asian cultures, there is a strong fear of
being shunned by both family and community...

..."Code of silence" that prohibits discussion of cancer,
(resulting in): suffering, personal isolation, and in many

cases, preventable death.”
(p 36)




45 Million

Uninsured




Percent of People w/o Health Insurance
Coverage

by Race, 2001 to 2002

35-
30 -
O White:
254 2001=19.4M
2002=20.8M
20+ B Black:
2001 = 6.8M
151 2002 = 7.2M
10- M Hispanic/Latino
2001=12.4M
. 2002=12.8M
l]_

2001 % Uninsured 2002 % Uninsured

FIGURE 3 Percent of People Without Health Insurance Coverage for the Entire Year, by Race and Hispanic/Latino Origin,
2001 to 2002.

Saurce: Milkls R), Brandari 5.




A Must Read...

SUMMARY

TREATMENT




Black Enr"ollment in U.S.
Medical Schools, 1976-2003

% Blacks in 1st Year Class

20

----------------------------- AN GOAL -~

1976 1981 1986 1991 1996 2001
Year

Source: RYYJ Fdn. 1887; AAMEC; & JAMA Annual Medical Education Special 1ssue
2003 figure based on estimated total first year enrollment; Higpanic enroliment fell 4% 1n 2003
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President’s Cancer Panel
Report of the Chairman

2000-2001

MATIONAL InsTaTurTEs oFf HEALTn
Meamiomal Cancer Enstirore




1CC Caucus

o 501c(4)

o Devoted to promoting policy
o Advocating for change

o Speaking with “One Voice”




INTERCULTURAL CANCER
CounciL CAucus

FROM

AWARENESS ..
—
f %
A
\ \
- /

MARCH 2004

An Agenda for Action

|ICC Caucus calls on
the Administration,
Congress and the
public health
community to enact
12* recommendations
to bring about the
elimination of cancer
health disparities

The ICCC'sAgenda for Action
was announced March 24, 2004 at
the 9t Biennial Symposium
on Minorities, the Medically
Underserved & Cancer
in Washington, D.C.




Advocating for Change:
Can Academic Centers Play a
Role?

YES, Absolutely



Let’'s take a few Issues...

O Support for student &
residency training

o Reimbursement of
services to
undocumented
workers

o Frequency of
recommended
screening exams

o Access to Quality Ca
Care




Advocacy vs. Lobbying Activity

In general, no organization may
qualify for section 501(c)(3) status
If a substantial part of its activities
IS attempting to influence legislation
(commonly known as lobbying). A
501(c)(3) organization may engage
IN some lobbying, but too much
lobbying activity risks loss of tax-
exempt status.



U.S. Department of Health and Human Services
Public Health Service
Grant Application (PHS 398)

Il. Assurances and Certifications

Each application to the PHS requires that the
following assurances and certifications be verified
by the sighature of the Official Signing for
Applicant Organization on the Face Page of the
application.



Most Academic Institutions Don't

o Don’t want to put their status at risk
o Don’t really have specific policies in place
o Don’t know what their faculty are doing

o Don’t provide guidance and training for
their faculty

o Don’t realize that they can and should
advocate for ...



Connecting the Dots

Are Cancer Centers Dots or Dashes?



Dots or Dashes?

o “The P30 cancer centers are the engine of NCI’s
extramural research program and are the bases for
community outreach and dissemination to the wider
research and geographic communities.”

Advancing Translational Cancer Research: A Vision of the
Cancer Center and SPORE Programs of the Future

National Cancer Advisory Board P30/P50 Ad Hoc Working
Group February 2003

o As such, cancer centers are important community and
regional resources ...

o If cancer centers are to take the lead in translational
and innovative clinical research, a proactive process
must be in place for rapidly moving interventions into
the hands of practitioners.



From bench...to bedside...
to the street




Shared Initiatives...

o Access to Health
Care

o Association
Leader... to Advise
on Health
Disparities

Why not actively engage
In all academic
enterprises in
Comprehensive Cancer
Control?

The Association of Academic
Health Centers is dedicated
to improving the health of
the people by advancing

the leadership of academic
health centers...



At your institution...

o Become familiar with the issues

o Ask for institutional policy, procedures
and training

o Find ways to engage leadership
v Administration
v Board
v Community
v Media

o Make a difference




A closing thought.... or two...

On Advocacy

| hate to advocate drugs,
alcohol, violence, or insanity to
anyone, but they've always
worked for me.

Hunter S. Thompson

US journalist (1939 - 2005)

Who can protest and does
not, iIs an accomplice in the

act.
The Talmud



http://www.quotationspage.com/quotes/Hunter_S._Thompson/
http://www.quotationspage.com/quotes/Hunter_S._Thompson/
http://www.quotationspage.com/quotes/The_Talmud/
http://www.quotationspage.com/quotes/The_Talmud/

Improving the
Management of Pain and Adverse
Symptoms for Persons with Cancer In

the Indian Health System

A Quality of Cancer Care Committee




Spirit of Eagles Conference, Gila River
(Phoenix) -- September 2004

O Opportunity to link this effort to the broader efforts
around cancer in Indian country.

o Use the diverse expertise gathered at the meeting to
enhance our understanding of the questions and
provide guidance for the project.

o Support interest in palliative care and cancer pain
and adverse symptom management.



Arizona NARCH (ITCA)

o Track persons with cancer through the Indian
health system in the Phoenix Area.

Chart review and survey data

o Understand and describe the pathway and
processes of care.

o Understand and describe the experience of cancer
pain and adverse symptom management.



National Dialogue on Cancer

The NDC was a forum for bringing
together the nation's leaders in the
cancer arena for the first time with the
unique purpose of stimulating dialogue
to generate new ideas and new actions
to increase our Nation's momentum
towards conguering cancer



How quickly things change...

O 000

Cancer takes too many lives each

year..

A strong economy
A vocal public
Progress in Science

Seeking a Return on
Investment

O 0O O

A weakening
economy

Public expectations
An inflection point
Keeping our promise




National Dialogue on Cancer
“From Dialogue to Action”

*Change
Collaborating to Conquer Cancer

-




Mission of C-Change

* The mission of C-Change is to
leverage the combined expertise and
resources of its Members to
eliminate cancer as a (major) public
health problem at the earliest
possible time.

¢:-Change
Collaborating to Conquer Cancer



Priority Teams

e Cancer Research
Team

* Comprehensive State
Cancer Plans Team

* Primary Cancer
Prevention and Early
Detection Team

Tobacco Settlement
Team

Clinical Trials Team

Access to Quality
Cancer Care Team

Cancer Workforce
Team

And a National Media

Initiative

¢:-Change
Collaborating to Conquer Cancer



Billsferran Act

Health Care Eguity and
Empowerme@at of 2005

© Hundredth Meridian 2005 John A KtzhaberM/



wnble

(1) There shall be no explicit policy
objective adopted to guide the
allocation of public health care

reSOuUrces. '

(2) No clear responsibility shall be
assigned for financing the care of
those who cannot pay for It
themselves.

/

© Hundredth Meridian 2005 John A Kitzhaber, M.Dy#"



Section |

Categories shall be established to differentiate between the
“deserving poor” and the “undeserving poor.”

(a) The “deserving poeor” shall include women
who are pregnant, families witigfdependent
children, and those who ar or disabled.

Citizens in the categories shall be provided with
publicly financed health care.

(b) The “undeserving poor” shall include poor women
without children who are not pregnant and poor men.

These citizens shall be denied publicly financed health
care. /

© Hundredth Meridian 2005 John A Kitzhaber, M.D.



Segction I

(1) The public program for the elderly (Medicare)

shall not provide coeverage for long term care
services.

(2) The public program for t
shall provide coverage
services.

(3) The elderly in need of long term care shall be
required to spend themselves into poverty in
order to become eligible for Medicaid, at which
point their needs will compete directly with
those of poor women and children.

eor (Medicaid)
g term care

© Hundredth Meridian 2005 John A Kitzhaber, M.D.



™
& -Change
Collaborating to Conguer Cancer

CEO Roundtable on Cancer

Robert A. Ingram, Chairman

June 19, 2004

y



'Q-Change

Collaborating to Conguer Cancer

The CEO Roundtable on Cancer
was founded when

President Bush
challenged us

to be ...

“bold and
venturesome.”




CEO Roundtable-V




<« CEOQO Cancer Gold Standard™... a major initiative ... representing

a major opportunity to:

e \WIn the war on cancer
 Reduce pain & suffering
e Save countless li1ves



[8-Change

CalakiFring B (i [av e

Consider a Career In Cancer

Armin Weinberg

Arizona Comprehensive
Cancer Control Plan
Unveiling

The Arizona Department of
Health Services

July 7th, 2005

Consider a career in cancer




¥ -Change

CONSIDER THE

Consider

d

C

PROBLEM

/5 percent

Have been touched by cancer
In the family

88 percent
Know someone with cancer

areer In cancer



[§-Change

CAAFEETITE F (i L

What Do You Enjoy?

Consider a career in cancer



¥ -Change

Consider a career in cancer



-Change

Cakk T (e L

J‘rll

Be the generation that
conguers cancer

Consider a career in cancer



C_] ~Nange

Up to 70 percent of all cancers
are preventable

Five Year Cancer Survival Rate:
63 percent (all cancers combined)

o 10 Million+
sueare oo S Cancer survivors today

Lance Armstrong
Champion + Cancer Survivor

Consider a career in cancer



Consider a Career In Cancer ¥ -Change

A

Consider

Most people don’t realize it, but public health has had
more to do with keeping them healthy and safe than
any other field. You name it—water, food,
transportation, hazardous waste, aging, substance
abuse, and so much more—all involve public

health experts.

| am focusing on cancer by developing programs so
women in medically underserved populations get
breast cancer screening. We know that if we catch the
disease early, we can conquer it, saving lives and
suffering. Everyone deserves that chance.
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Why a Cancer Health Digparities PRG?

P}_m Committed to eliminating the unequal burden of suffering and

- Q{L death due to cancer, the Department of Health and Human Services

i& established the Trans-HHS Cancer Health Disparities Progress
Review Group.

» Closing the gap in health disparities is a top priority of the

President and the Department of Health and Human Services
(HHS).

= Cancer health disparities can serve as a model of all health
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Cancer Health Digparities

= Minority and underserved populations bear a greater canger
burden than the rest of the nation.

= Some U.S. populations are significantly more likely to:
> Be diagnosed with and die from preventable cancers.

> Be diagnosed with late-stage cancers detectable through sgreening at an
early stage.

> Receive either no treatment or treatment that does not nfleet currently
accepted standards of care.

> Die of cancers that are generally curable.
> Suffer from cancer without the benefit of pain contrgf and other palliative care.

These should serve to frame an important set of questions about the people
your organization serve and treat.
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Why a TransHHS PRG?

= HHS agencies with programs and projects that address cancer
health disparities:

> HHS Office of Minority Health (OMH)

> HHS Office on Women’s Health (OWH)

» Administration on Aging (AoA)

> Agency for Healthcare Research and Quality (AHRQ)
> Centers for Disease Control and Prevention (CDC)

> Centers for Medicare and Medicaid Services (CMS)

» Food and Drug Administration (FDA)

» Health Resources and Services Administration (HRSA)
> National Institutes of Health (NIH)

> Substance Abuse and Mental Health Services Administration
(SAMHSA)
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Cancer Health Digparities Roundtable

= Ten Breakout Groups that focused on specific topic areas of
Importance:

» Methods, Measurement, and Reporting

> Enhancing the Level and Quality of Health Disparities Research
> Research Policy

> Access to Quality Cancer Services

> Culturally Competent Health Care Systems

> Facilitating Partnerships for Action

> Implementing Evidence-Based Programs to Reduce Cancer Health
Disparities

> Culturally and Linguistically Competent Education and Training
> Inequity and Social Injustice
» Changes and Implementation of Public Policy

0402046F.ppt
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Approacnh Used to
Develop Consensus Recommendations

14

Final PRG
Recommendations ’
N—

29
Roundtable < Roundiable
Recommendations

PRG and Leadership =

Y4

114
Unigue Statements
(After removal of overlap and duplication)

Concept Mapping <

456 Responses fo the Stafement:

Specific actions that should be taken to eliminate
cancer health disparities in the United States are...
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Developing Our Call to Action

= We identified challenges and opportunities

and presented our priority oty
recommendations within the ‘@GSW
framework of the Discovery Q@*’
to Delivery continuum. /\ %%.ﬂ
H L1y

We included overarching Pla:géng E;%
recommenplaﬂ_ons iIn Planning i Coordination E‘E
and Coordination to ensure that ’&% ]
all activities are integrated. % , ..-1.?

N

“

We suggested a timeframe for
initiating each recommendation
to increase the likelihood of success.

/90' W e
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A Three-Phase PRG Process

Feb 03

Feb 03-May04
June 03

Aug 03
Sep03-Jan04

March
2004

Hold Leadership Meeting
Conduct Concept Mapping
Hold Planning Meeting

Hold Roundtable Meeting
Develon Renort

e Present Key Findings to HHS
Agency Representatives

June 2004.

Phase I Phase |II:
Implementation Reporting

e Establish Working Groups e Collect Progress Data
e Map Initiatives and Projects e Develop Progress Report
to PRG Recommendations e Discuss Progress with PRG
e Prepare Response to PRG e Prepare and Promote Revised
¢ Hold Response Meeting Implementation Plan
e Prepare and Promote
Implementation Plan
o Select Measures of Progress

T

Why should we take action.
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| mportant Aspects of thisPRG

= Unlike other expert panels that have recently reported on cancer
and/or health disparities, this group:

> Was initiated by the entity to which its recommendations are being
directed (HHS).

» Was focused primarily on solution development.

» Worked in partnership with the organization to which its
recommendations are being directed.

A unique aspect of this PRG. 3

Prepare
& Anticipate

0402046F.ppt
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Planning and Coor dination
for Initiation within 1 Year (cont.)

Assemble a Federal Leadership Council on Cancer Health
Disparities led by the HHS Secretary in partnership with the
Secretaries of other appropriate Federal departments to mobilize
available resources in a comprehensive national effort to eliminate
cancer health disparities.

= Because cancer health disparities transcend the scope of the
HHS, it is important to include other appropriate Federal
departments.

= The Council would establish specific goals and targets, and
ensure monitoring and accountability.

= The Council would also provide an opportunity to
discuss a broad range of issues and challenges
that impact cancer health disparities.

0402046F.ppt
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Recommended Timeline

By pursuing a comprehensive

Snmlan:r:wﬂﬂﬂ:ul Yesr T _— approgch in which all HHS
é’%'“ﬁﬁ%”ﬁ% et agencies work together and

—— B > are held accountable, and in
i et i g i which incentives are aligned to
o Inzrasess the proporon of HHE agency suppont |largeied speciicaly 10 desata prevenbon, hastin promison . . .
me.:mmanlrﬁ:ﬁfrﬁrmmmmmwmm Optlmlze approprlateness’
% kil gt gk i eff|C|en_cy, and effectiveness,
SR NS PR S PRSI SR RO I SRR HHS will make cancer health
A MY o otk e oo it i disparities HISTORY.

Rl and EMnkc Dispanihas i Heakfican
i1 Extabiish parnerstips for and suppon e development of susinmnatle comemumity. based nesworis for porticisaiony

fesaarch

1 Ensum thal every cancer potien| has acoess o “slaln-of-the-soenoe” cone.
' Coliatorale with [he privale and wolustary heaih eachors B ensure imomation, sences, and quality cans.
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Comprehensive State Cancer
Plans Team

* Builds on works In progress

* Works to mobilize broad support for and
facilitate the development of
comprehensive cancer plans in each
state, tribal entities and associated
territories

* Cancer Control Leadership Institutes

* Special teams to help those states where
help was needed

¢:-Change
Collaborating to Conquer Cancer



“IT the problems are in the community...
The solutions are in the community”

Gilism #1
Gilbert Friedell, M.D.




participatory
research

Community

moving
Interventions
into the hands
of practitioners

Comprehensive Cancer Control Efforts

Primary Care

important

community
and regional
resources

\‘ Cancer Providers

/

dissemination
research



"If you want to
change the world,
be that change.”

Gandhi
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NHIA: NAACCR Hispanic
Identification Algorithm

Holly L. Howe, PhD
Executive Director, NAACCR
- and 7
Chair of the Expert Panel on

ani e i ion




Census Facts

* In the 2000 United States Census, 13
percent of the population stated they
were of Hispanic Origin.

* The Hispanic population has grown by
58% since 1990, while the total U.S.

population has grown by only 13%.

f@‘




ELEMENTS of naaccr Hispanic identification process

NAACCR Case Record
B version = 10
B Date = January, 2003

New Data Item (190-like) Codes

0 = non-Spanish; non-Hispanic
1 = Mexican (includes Chicano)
2 = Puerto Rican
3 = Cuban
4 =S. or C. American (not Brazil)
5 = Other specified Sp/Hisp origin (incl Europe)
7 = Surname - NAACCR algorithm

Data Item 190 Codes
0 = non-Spanish; non-Hispanic
1 = Mexican (includes Chicano)
= Puerto Rican
Cuban
= S. or C. American (not Brazil)
5 = Other specified Sp/Hisp origin (incl Europe)
6 = Sp/Hisp/Lat NOS
7 = Surname only
9 = Unknown whether Hispanic or not
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New Data Item (190-like)

B name = <text>
B code = <number>

Data Item 220
Bl name = Sex

Data Item 190

Data Item 160 Codes
M 01 = White
M 02 = Black
N ..
M 06 = Filipino
N
M 38 = No further race documented
N..
M 98 = Other
M 99 = Unknown

<<external document / file>>

B name= Spanish/Hispanic Origin Data Item 160

Spanish Surname List

B code = <number> B name = Race 1

M code = <number>

Data Item 220 Codes
M 1= Male
M 2 =Female
B 3=Other (hermaphrodite)
M 4 = Transsexual

B code = <number>

Source = 1990 U.S. Bureau of the Census
1 Heavily Hispanic = 101, 102, 105, 110, 115, 125
2 Generally Hispanic = 201, 202, 205, 210, 215, 225

7

~

3 Moderately Hispanic = 301, 302, 305, 310, 315, 325

4 Occasionally Hispanic = ---, ---, 405, 410, 415, 425

5 Rarely Hispanic = 5001, 5005, 5010, 5025, 5100, 5500
6 Indeterminate = ---, ---, ---, ---, ---, 6000
9 Missing = ---, ---, ---, ---, ---, 9000

Data Item 250 Codes

9. name = Birthplace

Hispanic Identification
Process

B 9 = Not stated/Unknown )

Data Item 2230

Data Item 2390

B name = Name--Last

B name = Name--Maiden

Data Item 250 M 000 = United States

B 001 = New England and NJ
M code = <number> H .

M 230 = Mexico

N

M 443 = Spain

N

Diagram Title: Elements of NAACCR Hispanic Identification Process.
Business Analyst: David Lyalin (Centers for Disease Control and Prevention - CDC)
Revision: 1.1 Date: 03-11-2003
Diagram Type: UML (Unified Modeling Language) Class Diagram
Modeling Tool: Rose by Rational Software Corp.




Role of Community Based
Organizations in Restructuring and
Use of Cancer Data

e Can we hit the target?
 Not If we can't see It!
 No longer simply follow the leader.

A@‘




Lessons Learned from Ten Years
of Advocacy in Oncology.

The Value of Joining Forces



The Importance of History

o Lessons from Cardiovascular
Disease Prevention

o Epidemiologic evidence led to
prevention and early detection

o Women were different from men
o Fund raising vs. Program

o Tobacco Control, Dietary
Modification vs. the “Silver Bullet”




Emerging Science

o Discovery, Development and
Delivery

o Evidence Based

o What amount of evidence do we
need?

o What about the gaps created by
“unequal science?”

o Best practices




Collaboration and Coordination

o A concept that we started
addressing nearly 30 years ago...

o Still requires a degree of trust...
dialogue... and action if public policy
IS to iImprove the health status of
the American Public.




Build upon the foundation laid by the
CCC effort ...

o Weaknesses exist but put a positive on
what is being done through CCC.

o Existing partnerships often have
strategies in place to address the issue.

o Differing stages and ability of current
partnerships within the coalition.

o Need to recognize the existing CCC
coalition members may vary in
receptiveness.



Examples of states with plans to
eliminate disparities

Many identify specific strategies for
eliminating health disparities in cancer
In each of their plan priorities.




o The Alabama Comprehensive Cancer Control Plan supports the
development of community-based research to reduce cancer risks and
increase participation in clinical trials. A specific goal in the plan is to
enhance the participation of priority populations (i.e. rural, low
income, minority, and underserved) in cancer research.
(http://www.adph.org/administration/comcancerctl.pdf)

o The “Unequal Burden of Cancer” chapter in the California
Comprehensive Cancer Control Plan describes the unequal
burden of cancer for specific populations in California. It also
describes well-defined goals and objectives for ensuring “access to
quality cancer care...with no disparity in outcomes” for all Californians.
Strategies to achieve planned goals and objectives in the chapter
include to: 1) increase cancer health disparities research into the
causes of cancer health disparities within a specified period of time, 2)
increase capacity for working with diverse communities and 3)
increase surveillance data for population subgroups.
(http://www.cadoc.org/)



http://www.adph.org/administration/comcancerctl.pdf
http://www.cadoc.org/
http://www.cadoc.org/

What can YOU do to ...

o Include cancer survivors with diverse
backgrounds

o Inform policy makers & the public

o Influence program development

o Increase likelihood of success

o Insure participation through inclusion



A cornerstone of these concepts...

What we “say” vs. What we “do”

For example...



Advocacy for clinical trials: do the Royal
Colleges and State cancer councils play
an appropriate role?

o The majority (13/18) supported the idea
that patients should be invited to
participate in well-designed clinical trials

o Half (9/18) organizations have any formal
policy encouraging clinical trial
participation

Only five undertake any activity to promote
clinical trials

o Only two organizations were proactive In
promoting trials to clinicians and patients



Develop strategies for monitoring
progress in implementation

o Report card, quality of cancer plan
addressing disparities

o A Report Card that matters...
Time to hospital
Distance and distribution of services
Access culturally competent providers
Availability of speakers
Cost of and availability of radiation therapy
Hours facilities are available
Readability, language, translation services



Establish through regulation/legislation
adequate and sustained funding

o Develop realistic budget for implementation

o Develop material that address the economics of
reducing health disparities




Develop consensus and political
commitment

o Equivalent to “hill briefings”
o Advocacy training



Bottom line .... Engage the public

o Can not succeed without addressing
racial/ethnic and underserved populations

o Integration of resources from national to
local community levels

o Ensure a return on YOUR Investment

o Strengthen communication and planning
between agencies

o Must dispel “myths”

Let’'s take Control of Cancer ...
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